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Introduction: Patients	 with	 advanced-	stage	 head	 and	 neck	 cancers	 (HNC)	 endure	
a significant symptom burden and suffer greatly towards the end of their lives. 
Qualitative	evidence	can	provide	insight	into	how	existing	services	meet	their	needs.	
We	aimed	to	synthesise	qualitative	data	from	patients	with	advanced	HNC	and	their	
carers to inform improvements to services and care.
Methods: A	systematic	search	was	conducted	in	MEDLINE	and	EMBASE	for	studies	
containing	qualitative	data	 from	patients	with	 advanced	HNC	and	 their	 carers.	An	
interpretive	account	was	generated	using	the	meta-	ethnography	methodology.
Results: We	 identified	 8	 studies	 including	 38	 patients	 and	 25	 carers.	 Twenty-	six	
themes	were	synthesised	 into	 five	concepts:	psychological	 impact	and	adjustment,	
physical	 limitations	and	deliverance	of	symptomatic	care,	communication	and	infor-
mation	 needs	 from	 healthcare	 professionals,	 social	 support	 and	 dependence,	 and	
needs	of	the	primary	caregiver.	We	identified	that	patients	had	complex	psychological	
needs,	centred	on	uncertainty	and	fear	of	suffering.	Patients	desired	full	information	
and found poor communication highly distressing. There was a dearth of literature on 
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1  |  INTRODUC TION
Head	and	neck	cancers	(HNC)	have	a	poor	prognosis,	with	approx-
imately	 a	20%	mortality	within	 a	 year	 of	 diagnosis	 (Medow	et	 al.,	
2002).	Up	to	50%	of	patients	present	with	advanced	stage	III	or	IV	
disease	(Cooper	et	al.,	2009),	with	approximately	20%	being	treated	
with	 palliative	 intent	 (Begbie	 et	 al.,	 2019).	 Furthermore,	 despite	
treatment,	many	patients	 develop	 recurrent	 disease	 (Coatesworth	
et	 al.,	 2002),	 following	which	 their	median	 life	 expectancy	 is	 less	
than	1	year	(Price	&	Cohen,	2012).
Patients	with	 advanced	HNC	 struggle	with	 a	 unique	 symptom	






become	 tracheostomy-	dependent	 (Tennant	et	 al.,	 2014),	 impairing	
communication	and	their	ability	to	engage	family,	friends	and	health	
services	 (Alt-	Epping	 et	 al.,	 2016).	 Beyond	 the	 physical	 symptom	










surgery,	 gastrostomy	 insertion	 or	 tracheostomy	 (Heinonen	 et	 al.,	
2018;	 Schwam	et	 al.,	 2015).	 Furthermore,	 hospitalisations	 and	 in-	


















of care which could be improved and inform future directions for 
the	 development	 of	 complex	 interventions	 to	 support	 advanced	
HNC	patients	at	the	end	of	their	life.	The	aims	of	this	study	were	to	
systematically	 identify	 and	 synthesise	 the	 existing	 qualitative	 evi-
dence	from	patients	with	advanced	incurable	HNC	and	their	carers	
to better understand their unmet supportive care needs.
2  |  METHODS
This	review	was	registered	on	PROSPERO,	ID:	CRD42019127863.
2.1  |  Search strategy





formed for each eligible paper to identify any further relevant studies.





eligibility. Disagreements were settled by discussion between these 
authors	and,	if	required,	consultation	with	other	authors.
2.3  |  Inclusion/exclusion criteria
Inclusion criteria:
•	 Full-	length	research	articles	published	in	a	peer-	reviewed	journal
•	 Original	 data	 exploring	 the	 beliefs,	 experiences,	 perceptions	










incurable disease could not be separated.








approach is to produce an “interpretive rather than aggregative” 
account	of	 the	 studies	 to	allow	a	more	 in-	depth	understanding	of	
the	 patient	 experience	 (Noblitt	&	Hare,	 1988).	Meta-	ethnography	
involves	 three	 levels	 of	 construct:	 i)	 first-	order	 constructs	 (direct	








studies to ensure accurate and complete representation of their 




across	 studies.	 ASN	 led	 the	 synthesis	 of	 third-	order	 constructs	
which	were	then	reviewed	and	checked	by	a	second	author	(LC).
2.5  |  Quality appraisal
Included papers were appraised independently by two authors 
(ASN	and	LC)	using	the	Critical	Appraisal	Skills	Programme	check-
list	 (CASP)	 (Critical	 Appraisal	 Skills	 Programme,	 2018).	 This	 tool	
was	 selected	due	 to	widespread	use	 in	previous	qualitative	meta-	
syntheses.	The	CASP	checklist	involves	ten	questions	of	which	the	
first two are screening questions. We scored the final eight ques-
tions	as	weak,	moderate	or	 strong	and	assigned	a	 score	of	one	 to	
three,	respectively.	This	generated	an	overall	score	in	the	range	8–	
24,	with	24	representing	a	paper	 that	scored	as	strong	 in	all	eight	
domains.	We	did	not	exclude	papers	 from	 the	 synthesis	based	on	
their	adjudged	quality.	The	CASP	scores	have	been	provided	to	aid	
the interpretation of the included papers.
3  |  RESULTS
3.1  |  Study characteristics
Database	searches	generated	3478	unique	records,	with	51	full	texts	
being assessed resulting in eight papers which met the criteria for 
inclusion	in	the	final	synthesis	(Foxwell	&	Scott,	2010,	2011;	Lewis	
et	 al.,	 2014;	Mayland	 et	 al.,	 2020;	 O’Sullivan	 &	 Higginson,	 2016;	
Penner	 et	 al.,	 2012;	 Richardson	 et	 al.,	 2002;	 Roscoe	 et	 al.,	 2012)	
(Figure	1).	Two	of	these	papers	were	analyses	of	data	from	the	same	
study	and	have	been	considered	 together	 (Foxwell	&	Scott,	2010,	
2011).	 All	 papers	 were	 published	 between	 2002	 and	 2020,	 with	
none identified prior to 2002 despite the search strategy allowing 
for	these.	Overall,	included	in	these	studies	were	38	patients	and	25	
caregivers	(Table	2).	None	of	the	studies	were	longitudinal,	and	the	
time point in relation to disease progression at which data were col-
lected varied across studies. Study demographics are demonstrated 
in Table 2.




Table	 3	 shows	 the	 twenty-	six	 second-	order	 constructs	 identified	
from	 the	 included	 studies	 and	 illustrative	 first-	order	 constructs	


















TA B L E  1 Medline	Search	strategy	of	
MeSH	terms	and	free	text	terms
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constructs	 (Table	 4)	 through	 the	 process	 of	 meta-	ethnography,	
including.
1. Psychological impact and adjustment
2. Physical limitations and deliverance of symptomatic care
3. Communication and information needs from healthcare 
professionals
4. Social support and dependence
5.	 Needs	of	the	primary	caregiver
3.4  |  Psychological impact and adjustment




The uncertainty associated with cancer was addressed by both 
patients and caregivers. This unpredictability often resulted in 




but	 it's	 not	 going	 to	 make	 any	 difference	 ‘cos	 it's	
still	going	to	join	up	the	road	up	a	bit”	(Male	patient,	
64	years)	(Foxwell	&	Scott,	2010).
“That	 is	 living	with	cancer,	because	 it…	 it,	you	don't	
know	 what's	 quite	 going	 to	 happen”	 (Female	 carer,	
wife,	69	years)	(Foxwell	&	Scott,	2010).
Often the uncertainty related to the fear of suffering or the mis-
ery	a	protracted	death.	However,	the	uncertainty	surrounding	death	
was	 not	 always	 regarded	 as	 a	 negative,	 as	 some	 thought	 a	 prior	
knowledge	 of	 future	 suffering	 would	 only	 evoke	 further	 distress.	
Furthermore,	the	fact	that	the	uncertainty	existed	allowed	room	for	
hope,	specifically	the	hope	that	death	would	be	quick	and	painless	
when the time came.
“With	cancer	you	don't	want	to	know	dates	before-
hand,	 you	 just	want	 to	 let	 it	 [death]	 happen.”	 (Male	
patient,	53	years)	(Foxwell	&	Scott,	2010).
“I	hope	to	wake	up	one	day	and	say	‘oh	my	God	I	don't	
feel	very	well’	bang	and	 it's	over	 […]	 It's	a	shock	for	
everybody	around,	but	it,	it's	job	and	done”	(Male	pa-
tient,	64	years)	(Foxwell	&	Scott,	2010).






in…	 And	 it's	 just	 not	 my	 character”	 (Male	 patient,	
64	years)	(Foxwell	&	Scott,	2011).
Others chose to ignore their situation in the hope that a solution 
would come about on its own.
Interviewer: “When you do have any particular prob-
lems,	how	do	you	generally	deal	with	them?”
TA B L E  2 Study	demographics	of	papers	included	within	the	final	metasynthesis	with	assigned	quality	score	following	independent	 
review	by	two	authors	using	the	critical	appraisal	skills	checklist	(CASP)
First Author Year Title Journal Setting Sample Method: Data Collection Method: Data Analysis
CASP Score 
(0– 24)











BMC	Palliative	Care Australia 1 patient Semi-	structured	Interviews Framework	analysis 17
Mayland 2020 A	qualitative	study	exploring	patient,	family	carer	and	healthcare	professionals’	direct	experiences	and	
barriers	to	providing	and	integrating	palliative	care	for	advanced	head	and	neck	cancer











Semi-	structured	interviews Thematic content analysis 19
Penner 2012 Family	members’	experiences	caring	for	patients	with	advanced	head	and	neck	cancer	receiving	tube	
feeding: a descriptive phenomenological study















Health Communication USA 14 patients Interviews— unspecified Open coding 12
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Patient:	“Well,	I	just	deal	with	them,	I	don't	do.	They	
most often go away anyway on their own. Which I 
think	that's	 the	way	Social	Services	work,	 if	 they	sit	
down	and	 […]	drink	enough	tea	and	eat	enough	bis-










“home is the best place because it's your own bed and 
you	know	where	everything	is”	(Patient,	age	and	gen-
der	uncertain)	(O’Sullivan	&	Higginson,	2016).
“I want to stay in my own home for as long as possi-
ble…	in	the	home	environment	you	still	have	personal	
things	 around	 you,	 you're	 still	 able	 to	move	 around	




on the avoidance of suffering.
“For	 me	 myself,	 its	 not	 only	 the	 actual	 com-
fort	 I	 want,	 it's	 the	 mental	 issue	 of	 feeling	 that	
I’m	 here	 [hospice]	 because	 I’m	 going	 to	 die”	
(Patient,	 age	 and	 gender	 uncertain)	 (O’Sullivan	 &	
Higginson,	2016).
“I’d	be	happy	anywhere,	anywhere	at	all	as	 long	as	I	
could	 get	 a	 treatment	–	 that's	 all	 I’d	want”	 (Patient,	
age	 and	 gender	 uncertain)	 (O’Sullivan	 &	 Higginson,	
2016).
Others	found	comfort	in	being	able	to	plan	their	funeral,	or	in	hav-










“I wish when I was diagnosed I could have been put in 
the	direction	of	a	head	and	neck	support	team,	with	
people	 that	 have	 been	 through	 this.”	 (Male	 patient,	
60–	69	years)	(Mayland	et	al.,	2020).
TA B L E  2 Study	demographics	of	papers	included	within	the	final	metasynthesis	with	assigned	quality	score	following	independent	 
review	by	two	authors	using	the	critical	appraisal	skills	checklist	(CASP)
First Author Year Title Journal Setting Sample Method: Data Collection Method: Data Analysis
CASP Score 
(0– 24)











BMC	Palliative	Care Australia 1 patient Semi-	structured	Interviews Framework	analysis 17
Mayland 2020 A	qualitative	study	exploring	patient,	family	carer	and	healthcare	professionals’	direct	experiences	and	
barriers	to	providing	and	integrating	palliative	care	for	advanced	head	and	neck	cancer











Semi-	structured	interviews Thematic content analysis 19
Penner 2012 Family	members’	experiences	caring	for	patients	with	advanced	head	and	neck	cancer	receiving	tube	
feeding: a descriptive phenomenological study















Health Communication USA 14 patients Interviews— unspecified Open coding 12
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3.5  |  Physical limitations and deliverance of 
symptomatic care
This	 construct	 relates	 to	 the	 patient	 experience	 of	 the	 sympto-
matic	burden	associated	with	an	advanced	HNC	and/or	 its	 treat-
ment.	 This	 construct	 also	 encompasses	 the	 patient	 experience	
of	 interventions	 intended	 to	 relieve	 their	 symptoms,	 and	 the	
benefits	 or	 limitations	 of	 these	 services.	 Six	 second-	order	 con-
structs from four papers contributed to the synthesis of this con-
cept	(Table	4).
Only one paper briefly addressed the physical symptoms or 




don't	 have	 much	 energy”	 (Male	 Patient,	 65	 years)	
(Foxwell	&	Scott,	2010).















that	most	 people	 think	 about	 palliative	 care,	 is	 that	
they're	the	people	that	come	in	in	the	last	6	weeks	of	
life”	(Male	patient,	60–	69	years).
3.6  |  Communication and information needs from 
healthcare professionals
This	construct	relates	to	the	experiences	of	patients	and	their	car-
egivers regarding their communication with healthcare profession-
als. It encompasses what information they desired to acquire from 
these	 encounters,	 and	 how	 their	 care	 plan	 was	 formulated.	 Six	
second-	order	constructs	from	five	studies	were	synthesised	to	gen-
erate	this	concept	(Table	4).
F I G U R E  1 PRISMA	flow	diagram	
representing the stages of the search 






















Addional records idenfied 
through other sources
(n = 2)






Full-text arcles assessed 
for eligibility
(n = 51)
Full-text arcles excluded, 
with reasons
(n = 43)
No qualitave data (n = 22)
Can’t separate head and neck 
cancer patient data (n = 7)
No advanced head and neck 
cancer paents (n = 12) 
Published conference abstracts 
(n = 2)
Studies included in 
qualitave synthesis
(n = 8, represenng 7 
studies)
    |  7 of 15NORTH eT al.
TA B L E  3 Second	order	constructs	extracted	from	each	paper	with	an	example	first	order	construct	(direct	quotation	from	patient	or	
carer)
Study Second- order Constructs Example of a Supporting 1st Order Construct
Foxwell	(2010,	2011) Physical symptoms and limitations “If I’m left on my own I can't do nothing.”





road up a bit.”
Support from healthcare professionals “But	you	get	the	feeling	that	you	can't	ask	Dr.,	well	they	haven't	
got the time.”
Individual coping strategies “I	can't,	I	won't	accept,	I’ve	got	to	accept,	but	I	don't	want	to	
accept	it,	because	if	you	do,	I	think	you	give	in…	And	it's	just	






Lewis	(2014) Quality of social relationships [on	describing	the	relationship	with	her	spouse]	“it's	not	
excellent…fair”.
Level	of	community	support “…	I	hardly	know	anyone	either…	they	generally	get	on	well,	
mainly because they just don't communicate with one 
another.”


















those who are around or behind you.”
Focus	of	care “I’d continue as long as I could and die when I can't help it.”






on her shoulders and that is colossally unfair.”
Penner	(2012) Caregivers— adjustment to new role “Three months before you're going merrily along in life and then 
all of a sudden you've got all these things coming at you that 
are new and just a little intimidating.”
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They	 should	 be	 prepared	 to	 sit	 there	 and	 talk	with	
you.	Knowledge	is	power	and	to	share	that	knowledge	
is	 to	share	power.	 It's	my	body	–	 I	want	 to	know	all	
about	 it	 and	have	 a	 voice”	 (Patient,	 age	 and	 gender	
uncertain)	(Richardson	et	al.,	2002).
Accurate	and	complete	information	regarding	their	prognosis	and	




One caregiver highlighted her frustration that specific prognos-
tic information could not be delivered.
“He	 did	 ask	 ‘‘how	 long	 do	 I	 have	 left’’	 and	 he	 did	
say	 ‘‘well	 I	 can't	 give	 you	 years,	 I	 could	 give	 you	





something.”	 (Female	 carer,	 Wife,	 age	 uncertain)	
(Mayland	et	al.,	2020).
However,	a	minority	of	patients	and	carers	did	not	wish	to	be	in-
formed about an unfavourable prognosis. Potential for conflict was 




others wished for more information to be volunteered; they were 
reluctant	to	ask	daunting	questions	and	perceived	that	this	might	be	
wasting	the	clinicians’	time	(Table	5.4).





However,	 there	 was	 some	 incongruity	 between	 these	 caregivers	




3.7  |  Social support and dependence
This	construct	relates	to	the	dependence	of	HNC	patients	on	their	
family,	friends	or	caregivers	and	the	implications	of	their	terminal	
prognosis	 on	 these	 relationships.	 Furthermore,	 it	 encompasses	
socially isolated patients and considers the implications of iso-
lation	 during	 the	 end-	of-	life	 phase.	 Six	 second-	order	 constructs	
from three studies contributed to the synthesis of this concept 
(Table	4).
Concepts	of	co-	dependence	emerged	from	patients	and	carers	
who	 had	 long	 and	 sustained	 relationships,	 mainly	 marriages.	 Co-	
dependence	allowed	them	to	tackle	problems	as	a	team,	whilst	the	
prioritisation of the needs of the other provided purpose and the 
ability to cope.







Study Second- order Constructs Example of a Supporting 1st Order Construct
Richardson	(2002) Communication of bad news “There's	so	many	words	now…	and	half	the	people	don't	
understand	what	they're	talking	about.	I	think	it	should	be	
told that it's cancer.”
Provision of palliative care Strong	opinions	expressed	from	focus	group	of	bereaved	carers	
about	provision	of	palliative	care	and	post-	bereavement	
support.	No	first	order	constructs	provided.
Roscoe	(2013) Communicating with healthcare professionals “My	Doctor	was	not	warm,	inviting	or	[maybe]	in	a	hurry.	I	didn't	
feel	comfortable	taking	[the	doctor's]	time.”




doesn't mean I’m dying.”
TA B L E  3 (Continued)
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I’ll	 just	 go	 to	 sleep.	 But	 I	 need	 to	 talk	 about	 it.	My	

















Interviewer:	 “What	 is	 it	 […]	 that's	 good	about	 going	
to	the	pub?”
TA B L E  4 Third	order	constructs	with	demonstration	of	the	
second order constructs included in their synthesis and the papers 
which contributed to each
Concepts (Third order 
constructs)
























and deliverance of 
symptomatic care












Preferred place of care 
and death
Barriers	to	home	care






























from curative to 
incurable
Social Support and 
Dependence
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Patient:	“I	don't	know,	I	guess	it's	just	the	people	around	
me	[…]	 it's	all	 strangers,	 I	don't	 talk	 to	anyone.”	 (Male	
patient,	isolated,	65	years)	(Foxwell	&	Scott,	2011).
3.8  |  Needs of the primary caregiver
This	construct	 relates	 to	 the	experiences	of	 the	primary	caregiver	
of	a	patient	with	advanced	HNC	as	they	adapted	to	their	role.	It	en-
compasses	struggles	which	they	faced	and	experiences	of	engaging	
with	 any	 services	which	may	 have	 supported	 them.	 Four	 second-	





balance	 it	with	 their	 other	 commitments.	 The	 complex	 needs	 and	
rigid	schedules	evoked	frustrations	and	had	a	drastic	impact	on	the	
life of the caregiver. The inability to fully empathise with the unique 
symptom burden was discussed by some caregivers and contributed 
to	their	frustrations	(Table	6.1).
Caregivers struggled to provide for the physical needs of the pa-
tients.	A	variety	of	reasons	for	this	emerged,	including	lack	of	medi-
cal	knowledge,	unpredictable	and	complex	needs	of	the	patient,	and	






“Practice	 makes	 perfect,	 I	 guess…	 we	 got	 to	 know	
how	to	set	it	up	and	we	knew	to	watch	the	drip	and	
the	 speed	 of	 the	 drip	 and	 we	 could	 adjust	 it	 and…	
gosh,	 we	 just	 got	 so	 good	 …	We	were	 quite	 proud	




The	 role	 of	 caregiver	 had	 psychological	 and	 social	 implications,	
including	 feelings	 of	 guilt,	 social	 isolation	 and	 a	 perceived	 lack	 of	






information and social needs of the patients as well as the needs of 
those	caring	for	patients	with	advanced	HNC.	However,	whilst	some	
of	the	physical	and	psychological	needs	have	been	revealed,	what	is	




uncertainty,	 difficulties	 coping	 with	 the	 diagnosis	 and	 end-	of-	life	
issues.	 However,	 due	 to	 limited	 data,	 it	 is	 not	 entirely	 clear	 how	
these	differ	from	those	of	HNC	patients	with	earlier	stage	disease	
(Lang	et	al.,	2013),	 and	 research	 to	unpick	 this	would	be	of	value.	
Experiences	 demonstrated	 how	 patients	 have	 adopted	 negative	
coping	strategies	such	as	denial,	which	may	inhibit	their	engagement	
with palliative care services and prevent advanced care planning. 
Furthermore,	 the	 desire	 for	 better	 psychological	 support	was	 ex-
pressed. These findings highlight the need to develop services to 
provide	psychological	support	for	these	patients,	which	may	trans-
late to better engagement with supportive care. This will improve 
the	care	delivered	to	patients	with	advanced	incurable	HNC	patients	
and	 simultaneously	 reduce	 the	burden	and	morbidity	experienced	
by carers.
Our review demonstrated that communication of information is 
highly varied in terms of both clinical practice and patient and carer 
desires. When patients and/or caregivers perceived information 





ment. These findings demonstrate the need for a more sophisticated 
service that would allow patients to be empowered with informa-
tion,	 whilst	 simultaneously	 reducing	 the	 psychological	 burden	 of	
the uncertainty they face. The information needs of palliative pa-
tients should not be ignored; and serviced could be tailored to meet 
these	needs	through	including	a	formal	follow-	up	appointment	with	
palliative	care	services,	or	 informally	 through	 regular	contact	with	





2018).	However,	 the	 data	 here	 highlight	 the	 variability	 in	 patient	
desires and the need for communication approaches to be tailored 
to individuals. Previous research in advanced cancer patients has 
emphasised	the	 importance	of	communicating	hope,	 for	example,	
that	pain	would	be	controlled	(Hagerty	et	al.,	2005).	This	would	fit	
with our findings that some patients were worried about having a 
difficult death and that this was a bigger concern for them than 
where they would be at the time of death. Health care professionals 
should	 be	 aware	 of	 this	 important	 need	 to	 explore	what	 the	 pa-
tient	and	carer	wish	to	know,	whilst	being	aware	that	the	majority	
will	desire	open	and	honest	information,	but	tailoring	the	delivery	
of this information to meet the individual needs of the patient and 
their carer.
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This	review	found	that	most	patients	wanted	to	be	fully	informed,	
highlighting	 a	 need	 for	 clinicians	 to	 become	 pro-	active	 in	 exploring	
these sensitive topics with patients. Selection effects may impact the 
contentedness	of	these	patients	with	the	information	received,	as	it	is	
possible the patients who consented to these studies are more forth-
coming,	have	stronger	positive	or	negative	feelings	towards	their	ex-
periences	and	more	 likely	 to	communicate	 their	concerns	with	 their	
healthcare	professionals.	However,	less	forthcoming	patients	are	likely	
to	 suffer	 from	similar	 concerns	but	may	be	 less	 likely	 to	broach	 the	
subjects	 during	 consultation	 and	 furthermore	 is	 likely	 not	 captured	
by qualitative studies. This review emphasised that patients and their 
carers	depend	on	exceptional	communication	from	healthcare	profes-
sionals,	and	the	value	in	taking	the	time	to	explore	their	communication	




TA B L E  5 First	order	constructs	(direct	quotations)	relating	





Supporting First- order constructs (Direct 
quotation)





























































“In that consultation when I found out I was 
terminal,	I	felt	that	there	should	have	been	an	
additional	appointment,	or	something	so	that	my	




























TA B L E  5 (Continued)
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especially	in	the	palliative	setting,	should	be	considered	by	all	who	deal	
with	palliative	patients.	Patient-	centred	pathways	of	care	should	allow	
easy informal access for patients to members of the team to help with 
ongoing communication out with the formal clinic setting.
The support imparted by close social relationships was impera-
tive	for	patients	with	advanced	HNC.	These	social	needs	are	similar	
to	those	previously	identified	in	other	advanced	cancers(Wang	et	al.,	
2018),	 and	 there	 is	 evidence	 that	 isolated	patients	with	 advanced	
TA B L E  6 First	order	constructs	(direct	quotations)	relating	to	the	needs	of	the	primary	carer	for	patients	with	advanced	incurable	head	
and	neck	cancer
Text 
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cancers	 have	 worse	 outcomes(Moore	 et	 al.,	 2018).	 The	 studies	
which	assessed	social	support	in	advanced	HNC	patients	did	so	by	





isolation	and	 loneliness	 (Dahill	 et	 al.,	2020).	There	probably	exists	
a cohort of patients who are socially isolated or with relationships 
where they are unable to communicate their needs who subse-
quently	have	unmet	social	needs,	and	whose	views	and	experiences	
are	underrepresented	in	the	current	qualitative	literature;	this	makes	
it difficult to understand how services can be tailored to improve 
their care. Often these needs can be met by the coordination of pa-
tient	groups,	both	physical	and	online,	 to	facilitate	communication	
between patients and carers. The relationships that are forged in 
this setting may continue for carers after patient's death.
This review highlights that informal caregivers for advanced 
incurable	HNC	patients	also	have	multiple	needs	as	they	adjust	to	
delivering	the	complex	care	required.	Previous	research	found	that	
most	 carers	 suffered	 psychological	 distress,	 loss	 of	 social	 life	 and	
often	physically	struggled	 to	deliver	care	 (Wang	et	al.,	2018)—	and	
those	findings	are	echoed	here.	Furthermore,	a	qualitative	study	of	
long-	term	 carers	 for	 HNC	 patients	 demonstrated	 intense	 feelings	
of	 loss,	both	 in	 terms	of	 their	own	needs	and	from	witnessing	the	
distress	and	suffering	of	their	 loved	one	(Balfe	et	al.,	2016).	There	
seems to be limited published evidence on interventions to ade-
quately	support	carers	for	advanced	HNC	patients,	but	frameworks	
for supporting caregivers of a general advanced cancer population 
are	available	(Berry	et	al.,	2017).	Our	findings	suggest	that	caregiv-
ers would benefit from increased support as they transition to the 
role and incorporating a support system for caregivers into the care 
pathway	for	HNC	patients	would	enable	increased	confidence	and	
effectiveness	 in	 the	 delivery	 of	 care	 and	 likely	 improve	 the	 emo-
tional	wellbeing	of	the	patient–	caregiver	dyad.	Carers	may	require	





limited	patients	 and	are	known	 to	be	distressing	 symptoms	 in	 ad-
vanced	HNC	 (Gandhi	et	 al.,	2014).	Previous	quantitative	work	has	
documented	 that	 advanced	 HNC	 patients	 commonly	 suffer	 from	
dysphagia,	oral	secretions	and	pain	(Gandhi	et	al.,	2014),	but	the	ex-
periences of living with some of these distressing symptoms have 
not	been	captured.	Similarly,	the	benefit	and/or	burden	from	palli-
ative	therapeutic	 interventions	has	not	been	explored,	nor	the	ex-
periences of patients or carers from engaging with such services. 
A	questionnaire	 study	 from	 the	Netherlands	 including	 relatives	of	
deceased	HNC	patients	 found	 that	50%	believed	 interventions	 to	
be	too	intrusive	(Ledeboer	et	al.,	2008),	but	there	is	little	insight	into	
which aspects were found to be less acceptable. The palliative care 
service	for	patients	with	advanced	HNC	is	intended	to	relieve	their	
suffering,	but	there	 is	an	absence	of	published	literature	exploring	
the symptomatic burden of these patients nor the benefits or lim-
itations	 of	 interventions.	 Future	 exploration	 of	 physical	 symptom	
experiences,	burden	and	limitations	among	advanced	HNC	patients	
is necessary before supportive care interventions can be tailored to 





atic burden of palliative patients will allow a more informed discus-
sion of palliative versus radical treatment.
4.1  |  Limitations
This review is limited by the small number of heterogeneous studies 
including a small sample of patients and carers. The included studies 
had	varying	designs	and	aims	and	explored	different	 topics	which	








of	 negative	 experiences	which	were	 strongly	 expressed.	However,	
with	only	handful	views	expressed	on	the	matter,	it	is	difficult	to	deci-
pher	whether	this	is	a	true	unmet	need	or	an	uncommon	individual	ex-
perience. Similar limitations could be argued for all points raised by a 
minimal	number	of	patients,	and	it	is	an	important	consideration	when	






their caregivers. These include the following: psychological impact 
and	adjustment,	physical	limitations	and	deliverance	of	symptomatic	
care,	communication	and	information	needs	from	healthcare	profes-
sionals,	 social	 support	 and	 dependence	 and	 needs	 of	 the	 primary	
caregiver. The review identifies shortcomings within the current care 
system in meeting the needs of patients and caregivers across all five 
concepts.	Developing	patient-	centred	services	which	deliver	care	to	
patients in the palliative setting should meet these needs. Effective 
care	involves	excellent	communication	between	the	head	neck	team,	
palliative team and the patient with their caregiver; social support for 
patients and their carers; and support and training regarding sympto-
matic management delivered by carers in the community.
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